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Abstract  
Background: Refusals of care in dementia are common and can create difficult situations for 
caregivers. Little is known about the best way to manage them.  
Aim: To identify possible strategies and interventions to reduce or cope with refusals of care 
in dementia, and determine the evidence for these.  
Methods: We searched MEDLINE, CINAHL, PsycINFO, EMBASE, AMED and Cochrane Central 
Register of Controlled Trials databases August 2018, with an updated search August 2019. 
An additional lateral search was conducted. Two researchers screened all records for 
potential eligibility and quality. Narrative synthesis was used to combine the findings.  
Results: Out of the 5953 records identified, 36 articles, relating to 30 studies, met the 
eligibility criteria. Twenty-eight of the studies (93%) were set in long-term care facilities, one 
in a psychogeriatric unit and one with community dwelling people. Fourteen out of the 30 
studies focussed on general or mixed care activities, 8 bathing, 4 mealtimes, 2 medication 
administration, and 2 mouth care. Strategies or interventions identified as potential ways to 
reduce refusals included: music interventions, interaction and communication style, 
caregiver approach, bathing techniques, abilities focussed approaches, distraction 
approaches, and video-simulated presence of a loved one. There was most evidence for 
music interventions and different bathing techniques, and interaction and communication 
styles were associated with reduced refusals. There was no evidence that slow-stroke 
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massage (mixed care activities) or aromatherapy (mixed care activities and medication 
administration) reduced refusals of care. 
Conclusions: Some non-pharmacological interventions can reduce, but not eliminate, 
refusals of care, such as playing music during care or communicating positively without 
using elderspeak. More research evidence is needed to underpin strategies identified as 
encouraging such as Namaste care or distraction techniques. Future research should 
address gaps identified such as, the absence of research examining non-pharmacological 
interventions for refusals of care in hospital settings and in community settings with home-
care workers, and the limited research involving family carers. 
Key words (4-10): Dementia, Behaviour, Refusals, Resistance, personal care 
Tweetable abstract: Playing music during care and offering different bathing options can 
reduce refusal behaviours in dementia, whereas elderspeak and negative communication 
are associated with refusals. 
Contribution of paper: 
What is already known about the topic? 
• Refusals of assistance with personal care are common in dementia, particularly in 
the later stages 
• Refusals can be distressing to both the person living with dementia and their 
caregiver/s and lead to caregiver burden and crisis points 
• There is limited understanding about which non-pharmacological interventions or 
strategies could help with refusals of care in dementia 
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What this paper adds 
• There is no evidence that refusal behaviours can be eliminated, but some 
interventions and strategies can be successful in reducing refusals.  
• Playing recorded music and bathing techniques reduced instances of refusal 
behaviours. Interaction and communication style strategies had encouraging 
evidence, highlighting styles associated with refusal behaviours.  
• More research is needed to obtain good quality evidence for promising interventions 
and to test evidenced interventions and promising strategies in hospital and family 
settings, including with home-care workers.   
 




People with dementia develop considerable needs for assistance with their personal care, 
particularly at the later stages, which often surpass the demands associated with other 
conditions (Alzheimer’s Disease International, 2015). Family carers frequently report very 
high levels of burden related to assisting people with dementia with their personal care due 
to reduced function, behaviours or incontinence (Kim et al, 2012; Zwingmann et al, 2017; 
Thomas et al, 2004). These issues are also a challenge for care-home staff as many people 
with dementia move into care homes in the later stages (Davies et al, 2012; Brodaty et al, 
2014),  
The considerable support needed with personal care is exacerbated when people with 
dementia refuse assistance with their care (Volcier, Bass and Luther, 2007), leaving those 
caring for them in a difficult position. Refusals (also termed resistance, rejection, non-
compliance) of care occur when a caregiver approaches a person with dementia to help 
them and the person shows reluctance to receive assistance. This can be shown in many 
ways such as verbally saying no, moving away, stiffening the body, or with physical 
aggression. Refusals of care are different to general dementia-related behaviours such as 
agitation (Volicer, Bass and Luther, 2007), since they always occur as a response to caregiver 
actions, within an interaction. Once refusals occur, if care is not provided, the person with 
dementia could become neglected or receive reduced care leading to poor hygiene, urine 
burns, or infections (Backhouse et al, 2018b). Conversely, if care is provided, it could be 
against the person’s will and/or restraint may be used (Backhouse et al, 2018b). Refusals of 
care can be due to many factors such as, the person with dementia not understanding 
caregiver intentions (Volicer, Van der Steen and Frijters, 2009), caregiver approach, or 
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unmet needs such as pain, hunger and discomfort (Ayalon et al, 2006; Edvardsson, Winblad 
and Sandman 2008; Galik et al, 2016; Spigelmyer, Hupcey and Kitko, 2018). Refusals of care 
can be difficult to manage (Backhouse et al, 2013). Therefore, assisting people with 
dementia with their personal care can be extremely complex and involve a high level of skill 
(Alzheimer’s Society, 2007).  
Refusals are more common in advanced dementia, than in moderate or mild (Ishii, Streim 
and Saliba, 2012). There are approximately 96,000 people with advanced dementia in the 
United Kingdom (Prince et al, 2014) and the advanced stages can last up to 40 percent of 
the time of the overall dementia journey (Alzheimer’s Association, 2019). Refusals of care 
are a common occurrence from people with dementia residing in hospitals (Featherstone, 
Northcott and Bridges, 2019) and other institutions, with reports of 28% of nursing home 
residents demonstrating them (Galik et al, 2016) and in people living at home, with two-
thirds of informal caregivers reporting them (Fauth, Femia and Zarit, 2016). Refusals have 
been found to contribute to caregiver distress and overload (Fauth, Femia and Zarit, 2016; 
Ishii, Streim and Saliba, 2012) and crisis points leading to service use, hospitalisation or 
institutionalisation (Backhouse et al, 2018a; Krolak-Salmon et al, 2016; Johnson et al, 2013; 
Bird et al, 2007). 
Given the importance of this issue and the impact on people with dementia and their 
caregivers, refusals are a legitimate target for intervention. Building on previous research 
and gaining further understanding of potential prevention strategies and interventions is 
vital (Volicer and Hurley, 2015) to support caregivers and improve the lives of people with 
dementia living in different care settings. A previous best-evidence review focussed on 
nursing home intervention research studies and found low evidence for music, a person-
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centred approach and an ability-focused approach to reducing refusals of care (Konno, Kang 
and Makimoto, 2014). Our review takes a wider approach, aiming to learn from all settings 
and methodologies. In this systematic review, we summarize and describe possible 
interventions or strategies to reduce refusals of assistance with personal care in dementia 
and examine the evidence for their effectiveness. 
Review Questions 
What strategies and interventions can be used to cope with or reduce refusals of personal 
care in dementia? What is the evidence for these? 
METHODS 
The PRISMA Guidelines were drawn on to report this review (Moher et al, 2009). 
Protocol and registration 
The protocol for this review is registered on PROSPERO (Backhouse et al, 2019) (Reference 
CRD42019137465).  
Eligibility criteria and Information sources 
We searched MEDLINE, CINAHL, PsycINFO, EMBASE, AMED and Cochrane Central Register 
of Controlled Trials databases for articles published up to 20th August 2018. The search 
strategy covered three areas: dementia, refusals and personal care (full electronic search 
strategy used for MEDLINE in Supplementary Material Table 8). The search was piloted and 
refined. To maximize the findings, there were no limitations on the searches in relation to 
years considered or study design. Searches were limited to humans and English language. 
We also conducted a supplementary lateral search using Google Scholar and reference lists 
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of key articles. An updated search took place on 27th August 2019 to cover the preceding 
year.   
Study selection process 
Two authors (TB and ED) individually screened all titles for potential eligibility. Titles were 
excluded if they were clearly not related to dementia or refusals or if the article focussed on 
children or animals. All articles marked ineligible by both authors were excluded. The 
remaining abstracts were then screened, and relevant full texts were obtained where 
articles were clearly relevant or to determine eligibility. Articles were read and assessed by 
both TB and ED in regard to three questions for inclusion. Population: Does the article 
include people with dementia as participants? Condition: Does the article include 
information on refusals of personal care or behaviours such as agitation or aggression 
during, or relating directly to, personal care in dementia (isolated from other data)? 
Intervention/outcomes: Can we learn something about non-pharmacological strategies or 
interventions, which may reduce or manage refusals of care? Articles where the answer to 
all three questions was ‘yes’ were included and those with one or more ‘no’ were excluded. 
If the outcomes did not relate to refusal behaviour/aggression/agitation specifically during 
personal care interactions, studies were excluded. We did not exclude articles based on 
setting (such as hospital, family home, or nursing home) or study design; any setting and 
study design (except reviews) were included. Judgements were made about how the studies 
met the inclusion criteria, disagreements were discussed and resolved with a third author 
where necessary (AK). 
 
Data collection processes and Data items 
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A bespoke data extraction form guided data extraction. The extraction form included 
information on the authors; year; geographical location; aims of study; methods used; 
settings, participant group, number and demographics; dementia diagnosis, refusals, details 
of the intervention or strategy, personal care activity under investigation, and results. TB 
extracted the data. The Template for Intervention Description and Replication (TIDieR) 
checklist was used to extract data to describe all interventional studies (see Table 3 
Supplementary data) (Hoffmann et al, 2014). 
Risk of bias in individual studies 
We used critical appraisal tools from the Joanna Briggs Institute (see Tables 4, 5, 6 & 7 
supplementary data) to assess risk of bias at study level (Joanna Briggs Institute, 2017). The 
different appraisal tools used, which cover internal validity (trustworthiness) and external 
validity (relevance) items, were matched to the relevant study design (Randomised Control 
Trial, Quasi-experimental, Case Report, Qualitative, and Case Control). Two authors (TB and 
ED) reviewed all articles independently against the relevant tool, dependent on study 
design. Disagreements were resolved through discussion and then consensus, when 
consensus was not reached, a third author (EM) was consulted. To control for assessment 
items that were not applicable to some studies (for example blinding was not 
feasible/applicable in some studies), we calculated a percentage index of the ratings against 
the amount of applicable items for each study. Once not applicable scores were taken into 
account, articles with scores of 60% or below were rated as weak, those with scores from 
61% to 79% rated as moderate, and 80% or over as strong. To maximize potential learning, 
bias levels were used to judge the quality of the studies included in the review rather than 
to exclude studies.  
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Synthesis of results 
Due to the variance in study designs included in the review, we conducted a narrative 
descriptive synthesis of the data using ‘Guidance on the Conduct of Narrative Synthesis in 
Systematic Reviews’ (Popay et al, 2006) to frame our process. Analysis then took place 
across the studies. 
Risk of bias across studies 
Risk of bias across studies was discussed between TB and ED to consider selective reporting, 
publication bias, and the impact of our search strategy on the included studies. 
RESULTS 
Study selection 
The database search identified 5935 records and 27 further records were found through the 
lateral search. After duplicates were removed, 5020 records were assessed for eligibility. 
After title assessment, 268 abstracts were screened and 93 full texts were retrieved for 
assessment. Articles not meeting the eligibility criteria were removed. An updated search 
identified 479 titles, after screening three were included in this review. Thirty-six articles, 
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Additional records identified 
through other sources  
(n = 27) 
Records after duplicates removed  
(n = 5020) 
Records screened  
(n = 5020) 
Records excluded  
(n = 4927) 
Full-text articles assessed 
for eligibility  
(n = 93) 
Full-text articles excluded 
(n = 60) 
No intervention or strategy (26)  
 No refusals of personal care or 
non-isolated data (13)                 
 Not research (10)  
Caregiver outcomes (5)  
No dementia or non-isolated 
data (3)  
Pharmacological intervention (1)  
Abstract only (1) 
No individual level data (1)                    
Studies included  
(n = 33 articles describing 
28 studies) 
Studies included in final 
synthesis (n = 36 articles 
describing 30 studies) 
Updated search 
27.08.2019                           
(n = 3 articles) 




As shown in Table 1, 17 of the 30 included studies were conducted in the United States, six 
in Canada, three in Sweden, two in Australia, one in France, and one not specified. The 
majority of studies were quasi-experimental designs (19/30); there were also five 
randomised controlled trials (RCTs), three cross-sectional studies, one case report, one case 
control study and one qualitative study. Most studies (28/30) took place in long-term care 
facilities (20 in nursing homes, 6 in care facilities and 2 in specialised units) and one in 
psychiatric wards. Of note, only one study recruited people with dementia who were 
community dwelling. The number of care settings, such as nursing homes, included in 
individual studies ranged from one to 17, with 15 out of 30 studies involving only one 
setting.   
Participant characteristics 
All 30 studies included participants living with dementia (average 36, range 1-240 
participants). Twenty-two of these provided a mean age for people with dementia (83, 
range 77-95). Most studies (28/30) stated gender, with more females than males were 
involved in 25/28 studies. Thirteen out of the 30 studies provided some information on the 
ethnicity of people of dementia, all of these had a white majority or were entirely white, 
with other ethnicities included comprising African American, Caribbean Islander, Hispanic, 
and others. Studies predominantly relied on medical records to determine a dementia 
diagnosis, although some used measures, with the Mini Mental State Examination (MMSE) 
used most frequently. Most participants had moderate or advanced dementia and dementia 
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sub-types, where specified, although predominantly Alzheimer’s disease had a mix of types 
involved.  
Eleven studies included staff or caregiver participants (average n=34; range 6-53). All studies 
stating caregiver gender (10/11) had more females. Caregiver ages ranged from 21-82 (5/11 
studies reporting) with an average age of 42 (9/11 studies reporting). Only five studies 
stated caregiver ethnicity, three of these had a majority white caregiver sample, one had 
equal white and African American, and one predominantly Caribbean Islanders. 
Risk of bias within studies 
Slight differences in reviewer quality ratings were present for 23/36 articles. Inconsistencies 
were due to oversight, differences in the interpretation of the study, and, most commonly, 
differences in scoring items as ‘unclear’ or ‘no’ when there was limited information. 
Inconsistencies were discussed between TB and ED and consensus was reached in all but 
one case, where EM was referred to as adjudicator. Table 1 shows the quality ratings; 4 
articles were rated as strong (S), 22 as moderate (M) and 10 as weak (W). However, some of 
those rating moderate had very small sample sizes (including four quasi-experimental 
designs), which are not taken into account in the quality assessment items. 
Risk of bias across studies 
Due to the inclusion of negative, weak and inconclusive results in the included studies, the 
risk of publication bias or selective reporting was thought to be low. The impact of the 
search strategy and terminology used in articles may have led to only certain studies being 
identified and included in this review.  
Intervention characteristics 
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Intervention characteristics are presented in Table 2. The nature of the interventions was 
varied, covering music, humming, caregiver approaches including communication and 
interaction style, video-stimulated presence, distraction approaches, slow stroke massage, 
aromatherapy, abilities focussed approaches, and bathing techniques. Different care 
activities were examined, with the majority of studies focussing on mixed or general care 
activities (n=14) or bathing (n=8). Mealtimes (n=4), mouth care (n=2), and medication 
administration (n=2) were also covered. Intervention duration ranged from a one-off 
interaction to 6 months. Where specified, most interventions were implemented by usual 
staff (certified nursing assistants and/or nurses) (n=16), but also by research team members 
(n=4) and family carers in one study. Many interventions relied on training or asking staff 
members to adapt their approach (n=14), although five studies conducted retrospective 
analyses of usual care interactions where there was no intervention. Outcomes were most 
commonly assessed using direct observation (n=17), with video-recorded observations 
being used less frequently (n=8), retrospective assessments were used by five studies, one 
of those being assessed by family carers. A wide range of outcome measures were used, 
most commonly this was a bespoke tool (n=7), but the Cohen Mansfield Agitation Inventory 
(n=5) and the Resistiveness-to-Care Scale (n=5) were also used in several studies.  
Interventions involving music 
Seven studies focussed on music in some way, one RCT (Clark, Lipe and Bilbrey, 1998) and 
six quasi-experimental studies (Thomas, Heitman and Alexander, 1997; Hicks-Moore, 2005; 
Richeson and Neill, 2004; Loko et al, 2018; Hammer et al, 2010a, Hammer et al, 2010b; 
Engstrom and Hammer, 2012). The RCT (n=18) was of weak quality and found that playing 
residents’ preferred music during bathing significantly reduced the total number of 
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observed behaviours and hitting, but that there was a non-significant increase in physical 
resistance. No effect sizes were reported (Clark, Lipe and Bilbrey, 1998).  
The quasi-experimental studies focussed on playing music (relaxing or resident’s 
preference), singing or humming, during either mealtimes, morning care or bathing. Playing 
individualised music during bathing significantly reduced aggressive behaviours (P=.005), no 
effect size reported (n=14, M) (Thomas, Heitman and Alexander, 1997). Playing relaxing 
music during mealtimes decreased overall incidences of behaviours in one study (n=30, M) 
by half (Hicks-Moore, 2005) and reduced overall agitation by 21% in another study (n=27, 
W) (Richeson and Neill, 2004). The MUSIC CARE intervention, involving personalised musical 
sequences leading to relaxation, played during morning care significantly decreased refusals 
compared to control or a radio condition (n=21, W) (Loko et al, 2018).  
Music Therapeutic Caregiving (MTC) where caregivers communicated through singing about 
other things than the care interaction during morning care significantly reduced resistant 
behaviours (pull away, grab object, adduction) and significantly increased positively 
expressed emotions (pleasure, general alertness) for the majority of participants, although 
some were still resistant (n=10, M) (Hammer et al, 2010a, Hammer et al, 2010b). One other 
quasi-experimental study (n=2, M) examined caregivers humming during mealtimes with 
two residents, results were contradictory, but indicated a slight improvement in refusal 
behaviours (Engstrom and Hammer, 2012). 
Interaction and communication style 
Five studies examined interaction and communication style, one RCT (Williams et al, 2017), 
three cross-sectional (Belzil and Vezina, 2015, Williams et al, 2009, Herman and Williams, 
2009, Williams and Herman, 2011; Christenson et al, 2011) and one case control (Amella, 
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2002). The CHAT Intervention, a communication intervention to reduce the use of 
elderspeak (for example, using overly-endearing terms and tones, over-accommodating, 
repetition, speaking more slowly, and with simpler sentence structures and vocabulary) by 
nursing staff was tested in an RCT (n=27, M). Resident refusal behaviour was reduced by the 
intervention, with each percentage point decrease in elderspeak associated with 0.43 
percent point decrease in refusals. Refusal behaviour was found to be predicted by 
elderspeak use (b=0.43, p<.001) and refusal behaviours present at baseline (b=-0.65, 
p<.001) (Williams et al, 2017). 
Three cross-sectional studies conducted retrospective analyses of caregivers’ 
communication styles during care interactions (Belzil and Vezina, 2015 (n=8); Williams et al, 
2009, Herman and Williams, 2009, Williams and Herman, 2011 (n=20); Christenson et al, 
2011 (n=11)). Cross-sectional studies are useful for identifying associations, but cannot show 
effectiveness. All three studies were of moderate quality and analysed video-recorded 
interactions, which focussed on hygienic care and activities of daily living. Results showed 
moderate associations between negative statements (AR=8.26, p<.001, OR=2.37, Yule’s=Q 
0.41), and positive (AR=15.09, p<.001, OR=1.96, Yule’s Q=0.32) and negative instructions 
(AR=9.31, p<.001, OR=2.08, Yule’s Q=0.35) and refusals (Belzil and Vezina, 2015). Elderspeak 
created a higher probability of refusals (Bayesian hierarchical model: .55, 95%Crl=.44-.66), 
as did highly controlling communication (for example, bossy, directive and dominating 
tones), which was significantly associated with increased refusal behaviours (r=.49, p<.05), 
(Williams et al, 2009, Herman and Williams, 2009, Williams and Herman, 2011). A significant 
association was found between clear, concise and feasible commands and higher 
compliance compared to ambiguous, interrupted and infeasible commands (χ2 (1, n=737) 
=43.13, p<.01) (Christenson et al, 2011). The case control study (n=53, S) focussed on the 
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breakfast meal and found that residents who refused were more likely to be bothered, 
inflexible, and agitated than residents accepting assistance. Refusals were moderately 
correlated with food consumed (r=.49 -.68, p<.02) (Amella, 2002). 
Caregiver approach 
There were five different interventions focussed on caregiver approaches. The six studies 
investigating these approaches used quasi-experimental (n=3) (Mickus et al, 2002; Karlin et 
al, 2013; Jablonski et al, 2012), RCT (n=1) (Jablonski et al, 2018), case report (n=1) (Simard, 
2017) and qualitative (n=1) (Hallberg et al, 1995) designs. One quasi-experimental study 
(n=23, M) examining PRIDE, an intervention focussed on caregivers providing privacy, 
reassurance, information, distraction and evaluation found that it significantly reduced 
anxiety (p=.016) and irritability (p=.016) and frequency of behaviours was reduced. No 
effect sizes reported (Mickus et al, 2002). Another quasi-experimental study (n=64, W) 
examining STAR-VA, a multi-component psychosocial intervention, aimed at reducing all 
dementia-related behaviours, found that refusals of care significantly decreased in 
frequency (Cohen’s d = 1.5; p=.002) and severity (Cohen’s d = 1.0; p=.003) over a period of 
6-months (Karlin et al, 2013), however the quality score for this study was weak. 
The MOUTh Intervention aims to improve oral care through best oral hygiene practices and 
threat reduction strategies. The pilot quasi-experimental study (n=7, M) found reduced 
refusal behaviours, but the change was not statistically significantly. Of note, oral hygiene 
improved significantly (Jablonski et al, 2011). The MOUTh Intervention RCT (n=100, S) found 
the intervention had no effect on the frequency of refusals, but there was a non-significant 
decrease in intensity of behaviours (Cohen’s d = −0.16). However, those receiving the 
intervention were more likely to verbally or non-verbally agree to have assistance with 
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mouth care before the interaction and to have mouth care completed (Cohen’s d > 0.3) 
(Jablonski et al, 2018). During the RCT, researchers noted that the MOUTh intervention 
developed into a relationship-centred intervention where the mouth care practitioners’ 
approaches focussed on pre-empting and addressing refusal behaviours through using 
distraction, rescue, bridging and hand over hand strategies (Jablonski-Jaudon et al, 2016). 
Through a qualitative study of usual care (n=22, M), Hallberg found that when the nurse and 
patient worked in pace and mutuality with each other, co-operation and interaction was 
present. When out of pace with each other and working unilaterally, co-operation was 
usually task oriented and refusal behaviours were present (Hallberg et al, 1995). A case 
report (n=1, W) described how Namaste Care has potential to reduce refusal behaviours in 
late-stage dementia by creating a calm environment and using a loving touch approach 
(Simard, 2017). Since conducting the search for this systematic review, a feasibility, parallel, 
two-arm, multicentre cluster controlled randomised trial (n=32) was conducted to assess 
the feasibility of a full RCT for Namaste Care. The feasibility trial did not assess refusals; 
however, staff and informal carers reported that with Namaste Care the resident 
participants were more calm (Froggatt et al, 2020). Although qualitative and case report 
studies cannot provide evidence for effectiveness, we can take from them ideas for possible 
successful relational approaches that may be tested in future studies. 
Bathing techniques 
Three studies focussed on bathing techniques (Hoeffer et al, 2006; Sloane, Hoeffer and 
Sombootanont, 2006; Sloane et al, 2004; Gozalo et al, 2014; Dunn, Thiru-Chelvam and Beck, 
2002). Two RCTs tested the Bathing without a Battle intervention (training in person centred 
showering and towel bathing). One (n=69, S) featured direct training of certified nursing 
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assistants, which reduced aggression by 53% in the person centred shower group (P<.001) 
and 60% in the towel bath group (p<.001) (no effect sizes reported) (Sloane et al, 2004; 
Sloane, Hoeffer and Sombootanont, 2006). There were non-significant effects (ranging 
between -0.44 and -0.69) for the reduction of hassles for example the resident complaining 
or yelling (Hoeffer et al, 2006). The other (n=240, W) employed a train the trainer model, 
which also had a significant reduction in instances of physically or verbally aggressive or 
agitated behaviour (p=.004), a reduction of 18.6 percent (Gozalo et al, 2014). The third 
bathing techniques study (n=15, M) examined the usual tub bath compared to the thermal 
bath (moist warm washcloths used at bedside with non-rinse skin cleanser) via a quasi-
experimental design. The sum of all behaviours was significantly lower (p<.01) in the 
thermal bath condition (731), which elicited half of the behaviours of the usual tub bath 
condition (1468) (Dunn, Thiru-Chelvam and Beck, 2002). 
Abilities focussed approaches 
Three quasi-experimental studies focused on maximising the abilities of the person with 
dementia as a way to reduce refusal behaviours (Rogers et al, 1999; Sidani, Streiner and 
LeClerc, 2011; Wells et al, 2002). Two of these trained caregivers with educational sessions 
and focussed on morning care. One (n=65, M) found no statistically significant change in 
levels of agitation or resistance to care but did find an increase in relaxation and calmness 
(effect sizes of low to moderate) (Sidani, Streiner and LeClerc, 2011), the other (n=40, M) 
found a significant decrease (t=-2.12, df = 38, p=.041) in levels of agitation (Wells et al, 
2002). The third abilities focussed study (n=84, M) used a research therapist to deliver skill 
elicitation and habit training to people with dementia during dressing to reduce what they 
termed ‘disruptive behaviour’. Behaviours during dressing decreased significantly during the 
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skill elicitation training period (t=-2.74, p=.01), this reduction increased slightly during the 
habit training period, but not to pre-intervention level (Rogers et al, 1999). 
Distraction approaches 
One quasi-experimental study (n=4, W) used positive images (a baby, puppies) that 
residents had responded to previously to see if they could be used in morning care to 
reduce refusal behaviours. All four residents displayed fewer behaviours with the positive 
images than the control (mean difference of Agitated Behavior Scale scores before 6.75 and 
after the intervention 2.22) and residents were slightly more engaged (Chou et al, 2016). 
Sample size was small and the quality score for this study was weak. In another quasi-
experimental study (n=31, M), trained staff delivered a natural elements approach with 
sounds, pictures and foods, which were talked about with residents during showers. The 
natural elements approach significantly decreased agitation (p<.004) during showers, 
however the decrease in physical aggression did not reach significance (Whall et al, 1997). 
No effect sizes were reported. 
Aromatherapy 
Two studies focussed on aromatherapy, one (n=36, W) using a blend of lavender, sweet 
marjoram, patchouli, and vetiver applied in cream (Bowles et al, 2002) and one (n=13, M) 
using separate tea-tree, sweet orange, lavender vera, and no aroma (as a control) 
conditions on cotton wool attached to the person (Gray and Clair, 2002). Both studies found 
no statistical significant differences in refusal behaviour when aromas were used. Of note, a 
significant increase in refusal behaviour occurred in one of the intervention groups with the 
mixed-aroma cream (p=.0026) (Bowles et al, 2002). 
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Slow stroke massage 
The only study (n=9, M) using family carers to implement the intervention focussed on slow 
stroke massage over five days (Rowe and Alfred, 1999). Slow stroke massage did not 
significantly reduce refusal behaviours; however, mean scores showed a reduced trend 
during the intervention phase. 
Video simulated presence 
One study (n=1, M) examined the principle of video-simulated presence of a loved one 
asking the person with dementia to comply with staff requests at meal times and with 
medication administration (O’Conner et al, 2011). This study had only one participant, 
however, there was a significant improvement in their refusal behaviour when using this 
intervention (p=.002), which ceased once the intervention was withdrawn. 
DISCUSSION 
All music interventions (except humming) and different models of bathing reduced 
instances of refusal behaviours. Music studies included one RCT (Clark, Lipe and Bilbrey, 
1998 (n=18, W)) and five quasi-experimental studies (Thomas, Heitman and Alexander, 1997 
(n=14 M); Hicks-Moore, 2005 (n=30 M); Richeson and Neill, 2004 (n=27 W); Loko et al, 2018 
(n=21 W); Hammer et al, 2010a; Hammer et al, 2010b, (n=10 M)). Of note, playing recorded 
music (for example via a compact disc during care activities) or caregiver communication 
through singing and not inherently active approaches for people with dementia such as 
playing instruments worked to reduce refusal behaviours. These interventions are cheap 
and time efficient to implement, making them simple for anyone to adopt. Bathing 
techniques included different modes of bathing such as the towel bath, person centred 
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showering or thermal bath as opposed to usual tub bathing. Bathing technique studies were 
two RCTs (Hoeffer et al, 2006; Sloane, Hoeffer and Sombootanont, 2006; Sloane et al, 2004 
(n=69 S); Gozalo et al, 2014 (n=240 W)) and one quasi-experimental study (Dunn, Thiru-
Chelvam and Beck, 2002 (n=15, M)). Interaction and communication style strategies had 
encouraging evidence from cross-sectional studies, highlighting styles associated with 
refusal behaviours. Communication styles such as elderspeak and controlling or negative 
communication were associated with refusal behaviours (Williams et al, 2009; Herman and 
Williams, 2009; Williams and Herman, 2011 (n=20 M); Belzil and Vezina, 2015 (n=8 M)). 
Reducing elderspeak, as demonstrated by the CHAT Intervention RCT is likely to reduce 
refusal behaviours (Williams et al, 2017 (n=27 M)).  
Abilities focussed approaches in quasi-experimental studies (all of moderate quality) had 
mixed effects, reducing agitation in one (Wells et al, 2002 (n=40 M)) and disruptive 
behaviour in another (Rogers et al, 1999 (n=84 M)), but making no statistically significant 
change to behaviours in a third study (Sidani, Steiner and LeClerc, 2011 (n=65 M)). This third 
study provided less training to staff and less intervention time, which are likely to be 
important factors. Studies that focussed on the caregiver approach had mixed results for 
reducing refusal behaviours. In quasi-experimental studies, psychosocial interventions such 
as STAR-VA (Karlin et al, 2013 (n=64 W)) or PRIDE (Mickus et al, 2002 (n=23 M)) reduced the 
frequency of refusal behaviours. The RCT testing the MOUTh Intervention, based on 
relationships and threat reduction strategies did not reduce refusal behaviours (Jablonksi et 
al, 2018 (n=100 S)). There was weak indicative evidence in a case report for Namaste Care 
(Simard, 2017 (n=1 W)) and video-simulated presence of a loved one in a quasi-
experimental study with a sample of n=1 (O’Conner et al, 2011 (n=1 M)) as potential 
interventions to reduce refusal behaviours. Quasi-experimental studies of distraction-based 
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interventions such as using natural elements reduced agitation (Whall et al, 1997 (n=31, 
M)), and the use of positive images, although only weak limited evidence available, could be 
promising (Chou et al, 2016 (n=4, W)). There was no evidence for aromatherapy 
interventions to reduce refusal behaviours in dementia (Gray and Clair, 2002 (n=13 M); 
Bowles et al, 2002 (n=36 W)). 
Our review adds to previous knowledge (Konno et al, 2014) by examining the literature 
beyond the setting of nursing homes and including multiple different methodologies. This 
approach has enabled us to provide a comprehensive overview of this research area 
identifying promising strategies found by different methodologies such as, retrospective 
analyses of usual care, which illuminated the communication styles which are associated 
with  refusal behaviours. Additionally, our approach allowed us to identify research gaps 
such as the settings where investigations into interventions and strategies in relation to 
refusals of assistance with personal care are absent, such as hospitals where refusals of care 
have been identified as pervasive (Harwood et al, 2018; Featherstone, Northcott and 
Bridges, 2019). Harwood et al’s study of conversation analysis in hospital wards, excluded 
from this review due to not focussing solely on personal care interactions, but 
communication interactions more generally, adds weight to our findings about the 
importance of communication style. They found that making requests clear and simple, 
trying to make the task sound easier, and speaking with authority all worked to reduce 
refusals of requests (Harwood et al, 2018). 
Strengths and Limitations 
This review used strict inclusion criteria and standardised processes for assessing studies 
and extracting data. We included studies using different methodologies to maximise our 
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learning. However, as the studies used various outcome measures and types of intervention, 
and focussed on different personal care activities this created difficulties in synthesising 
data and comparing results. Terms such as ‘agitation’, ‘hassles’, ‘challenging behaviour’, 
‘aggression’ or ‘disruptive behaviour’ and not refusals/resistance were used in some studies. 
There is the possibility that this could mean that people with dementia in these studies had 
global agitation or disruptive behaviours, which continued into the care interaction and that 
behaviours did not appear as a result of the personal care interaction. However, when 
assessing articles for inclusion we specifically only included articles focussed on outcomes 
during, or relating directly to, refusals of personal care in dementia, therefore those studies 
included are still able to inform us about behaviours during care interactions. Some 
intervention studies have a wider focus of reducing dementia-related behaviours such as 
agitation or aggression, or anti-psychotic medication use, for example those examining 
massage and touch therapy (such as, Suzuki et al, 2010; Watt et al, 2019). These types of 
studies could have findings which may be useful to relax people with dementia and 
therefore indirectly reduce refusals of care.  
We conducted quality assessments on all articles; however, as this review was exploratory 
in nature, we did not exclude articles with low quality. Therefore, some of the findings 
discussed in this review are of a weak quality. Additionally, some studies had small sample 
sizes, some of these were appropriate as for a case report. However, quasi-experimental 
studies with small sample sizes may reflect the nature of the evidence base, funding 
availability, and research question as being difficult to address, for example, focussing in on 
intimate personal care interactions. Multiple studies did not report effect sizes, further 
indicating limitations in the type and scope of evidence available in this research area. The 
reporting quality of strategies and interventions in the articles was generally poor. 
Refusals of personal care in dementia: Systematic Review 
24 
 
Considering that the majority of strategies and interventions to reduce or manage refusals 
were complex interventions, poor reporting has important consequences for assessing the 
applicability and replicability of the results.  
Risk of bias across studies 
Studies in this review were predominantly set in long-term care settings, so findings may not 
be applicable to other settings such as family homes or hospitals. Due to the complex nature 
of refusals of care, instances were framed in many different ways, for example, some 
studies classed refusals as agitation or aggression during care, disruptive behaviours, or as 
refusals/resistance. Due to this diversity in describing refusals and the multitude of ways 
that it can manifest (for example, moving away, clamping jaw, verbal aggression, hitting, 
nipping), along with the different personal care activities and interventions there is a 
possibility that our search did not identify all studies covering this issue. 
CONCLUSIONS 
Many interventions and strategies have been identified to reduce refusal behaviours during 
personal care in dementia. There is no evidence that refusal behaviours can be eliminated, 
but some interventions and strategies can be successful in reducing refusals. Playing music, 
offering different bathing options, reducing elderspeak and negative communications, and 
some psychosocial interventions can reduce refusal behaviours in dementia. There is no 
evidence that aromatherapy or slow stroke massage reduces refusals. Evidence in this 
research area is often weak and small scale. Further research should focus on obtaining 
good quality evidence for promising interventions, such as distraction techniques and 
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Namaste Care. Testing evidenced interventions and promising strategies in hospital and 
family settings, including with home-care workers would be beneficial.   
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Table 1 Study Characteristics   
Study 
Reference 
Location Study Design  Study 
Setting/s 







Clark 1998 United 
States 
RCT 1 Nursing 
home 
Dementia diagnosis, history 




of informant family 
member 







Severe dementia, assisted 
with feeding, living at the 
nursing home for more than 
20 weeks 
























Residing on the unit, 
diagnoses of irreversible 
dementia, Alzheimer’s 
disease, or severe cognitive 
impairment 
Not eating in the 
common 
dining room 
30 Residents 82 (70-
101) 
Moderate 




Alzheimer’s disease or other 
diseases responsible for 
cognitive disorders, receiving 
assistance for morning 
toileting 









Dementia diagnosis, eats 
evening meal in the dining 
room 









Dementia of moderate 
stage, 3-months in the 
facility, resistant to bathing, 
interested in music 
Not specified 14 Residents - (69-86) Moderate 





Location Study Design  Study 
Setting/s 






Interaction and Communication Style 
Amella 
2002 
Canada Case control 1 Nursing 
home 













In the nursing home for at 
least three months, 
dementia diagnosis, 
exhibiting resistance to care 
behaviours during  
care in the last fortnight 
Not specified 8 Residents 
43 Caregivers 











65 years or older, diagnosis 
of dementia 




















Older adults with dementia Not specified 20 Residents 










RCT 13 Nursing 
homes 
Diagnosis of AD or other 
dementia, long stay resident 
status, staff report of 
resistance to care at least 
10% of the time, ability to 


















Sweden Qualitative 2 Psycho-
geriatric unit 
wards  










Location Study Design  Study 
Setting/s 















Dementia or AD diagnosis of 
moderate or severe stage, 
age 65 or older, at least 2 
adjacent teeth or using a 
removable denture, 
consistent care resistant 
behaviours, moderate 
dependence on others for 
care 







RCT 9 Nursing 
homes 
Age 55 or older, dentate 
with least 2 adjacent teeth 
or using a complete denture 
in at least one arch, any type 
of dementia, able to grasp a 
toothbrush, exhibiting care 
resistant behaviours 
Dysphagia 100 Residents 82 - Strong 
Weak 








Real-life veterans with 
challenging dementia-
related behaviours 



































Dementia diagnosis Not specified 15 Residents  81 (67-93) Moderate 





Location Study Design  Study 
Setting/s 











RCT 6 Nursing 
homes 
A Cognitive Performance 
Scale score of 2 or above, 
been a nursing home 










related dementia, or  
psychotic disorder  









RCT 15 Nursing 
homes 
Aged 55 and older; assisted 
in bathing, AD 
or a related dementia, 
moderate 
or severe cognitive 
impairment, agitation or 
aggression during bathing, 
able to be showered. 
Dementia due to 
alcoholism, 
Huntington disease, 
or acquired immune 
deficiency syndrome, 
psychosis as a 
primary diagnosis, to 
be discharged or die 




















expecting to remain in the 
facility for at least 3 months, 
dressing disability 
Hospice patients, life 
expectancy of less 
than 6 months, 
dressing disability not 
attributable to 




84 Residents 82 (64-97) Moderate 





Location Study Design  Study 
Setting/s 






Abilities Focussed Approaches Continued… 









Alzheimer’s disease, Lewy 
bodies or vascular disease or 
mixed dementia, had a 
substitute decision-maker to 







and acquired brain 
injury 
65 Residents 83 (58-
100) 
Moderate 






moderate or severe level of 
cognitive impairment, length 
of stay on the unit of at least 
4 weeks 
Not specified 40 Residents 
44 Caregivers 










Dementia and agitated 
behaviours 
Bipolar disorder or 
schizophrenia 
4 Residents 95 - Weak 






Recently reconfirmed AD or 
a mixture of AD with multi-
infarct dementia and 
congruent symptoms, 
agitated aggressive 
behaviour during shower, 
scores of five or less on the 



















Severe or third stage 
dementia 
 
Allergy to cream 36 Residents - (70-92) Weak 





Location Study Design  Study 
Setting/s 
















including resistance to 
receiving medications, 
ability to perceive aromas 
Not specified 13 Residents Not 
specified 
Moderate 
Slow Stroke Massage 






Diagnosed with probable AD, 
speak English 
Not specified 9 Dyads (PwD & 
family carer) 








Diagnosis of dementia, able 
to engage with video, 
recognise family member, 
and comprehend 
instructions, frequent 
resistance to care with basic 
care tasks 
Not specified 1 Resident 83 (n=1) Moderate 
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Table 2 Interventions and strategies to reduce refusals of care 













music played during 
bathing; Not specified 
10 bathing 
episodes for each 






Direct observation by 
4 researchers; 
Bespoke check sheet 
of target behaviours 
Total number of observed behaviours and hitting 
significantly reduced. Other behaviours reduced but 











Results contradictory but indicate slight 
improvement in refusal behaviours. Humming during 




Music – relaxing music 
played during  the 
evening meal; 
Not specified 




Mealtimes Direct observation by 
a recorder; 
Modified CMAI 
69 behaviours reduced to 32 in the first intervention 













observations - 10 







RTC, OERS and QCA 
Resistant behaviours (pull away, grab object, 
adduction) significantly reduced with MTC and 
positively expressed emotions (pleasure, general 




MUSIC CARE - 
personalised musical 
sequences leading to 
relaxation; Care worker 







Resident and care 
worker post-
interaction reports 
on a scale 0-10  
Significant decrease in refusal of care score in the 
MUSIC CARE situation compared to control 




Music – relaxing CD 
played during evening 
meal; Not specified 







Decreases were found in overall agitation -21%, 
physically non-aggressive behaviours -17.9%, general 
restlessness -56%, verbally aggressive behaviours -








baths - music 
prior and during 
bathing 
Bathing Trained certified 
nursing assistants; 
Modified CMAI 
Aggressive behaviour significantly reduced (p=.46, 
p=.005, p=.014 for subsequent baths) during the 
intervention, but not hiding, physically 
nonaggressive behaviour and verbally agitation 
Interaction and Communication Style 














Direct observation by 
research assistant; 
IBM and IBM-M 
Resident who refused had significantly lower scores 
on bothered vs cool (P= .001), agitated vs calm (p= 
.001), resistant vs cooperative (p= .000), inflexible vs 









hygienic care - 30 
per resident (240) 
Hygienic care  Video-recorded 
observations; 
Physical and verbal 
behaviours  
Negative statements and instructions (and positive 
instructions if the recipients language is severely 
deteriorated) could lead to refusals regardless of 



















coded by researchers 
Clear, concise and feasible commands lead to higher 
compliance when compared to ambiguous, 
interrupted and infeasible commands.  Commands 


























Coded to elderspeak, 
silence and normal 
adult speech 
A significant association between both staff 
communication type (p=<.001) and highly controlling 
communication (p<.05) and subsequent resident 
refusals. Refusal behaviours of push away, 
no/negative, and scream/yell were significantly 








Nursing staff  
3 CHAT training 
sessions x1 a 
week over a 3-
week period.  
Morning care Video recorded 
observations 6 days 
(3 time points); RTC 
& elderspeak 
communication  
Resident refusal behaviour was significantly reduced 
post intervention. A 1% point decrease in elderspeak 






Analysis of usual care 
observations – patient 
actions, environmental 
conditions, nurse 
actions; Ward staff 
No intervention - 
observations 
lasted for 1 hour 
107 observations 
over 18 months 
Morning care Observation notes 
from 1 researcher 
observer 
Nurse-patient cooperation was found to be better 
when acting in mutuality or unilaterality and in pace 




MOUTh intervention - 




daily for two 
Mouth care Direct observations 
by researchers; 
Modified RTC-r 
Non-significant reduction in mean refusal behaviours 
from baseline to intervention (p=.06). Oral health 
improved significantly (p<.001)  



















daily for 3 weeks 
Mouth care Direct observations 
by care resistant 
behaviour raters; 
RTC-r 
No reduction in the frequency of refusal behaviours. 
Non-significant reduction in intensity of refusal 
behaviours. Assent to and completion of mouth care 
significantly improved. Relationship-based 





health workers trained 
then cascaded to 
Nursing Home staff  
2.5-day training, 
weekly calls over 
6-months. STAR-
VA intervention 





worker and staff 
partner ratings; 
STAR-VA ABC Card,  
RMBPC 
Frequency (p=.002) and severity (p=.003) of refusing 













Bathing Direct observation by 




42% had at least 3 behaviours pre-intervention 
compared to 17% post-intervention. All 5 subgroup 
behaviours under consideration improved after the 




Namaste Care - creating 
a calm environment, a 
loving touch approach;  
Nursing aides 
A few months Bathing Informal observation 
and hearsay from 
staff; none 
Namaste care enabled this resident (n=1) to become 





Tub bath and Thermal 
Bath; 
Staff attendants 
4 sessions of tub 
bath and thermal 
bath over an 8 
week period  
Bathing Direct observation by 
observers; Bespoke 
checklist informed by 
CMAI and RAS  
Sum of all 14 behaviours was significantly (p<.01) 





Bathing Without A 
Battle- Train the trainer. 
Person centred 
showering and towel 
bathing; CNAs and 
Registered Nurses 
2-days training 
trainers –up to 2 
months to train 












Significant reductions in ‘any physically or verbally 
aggressive or agitated behaviour’ ‘any verbally 
aggressive or agitated behaviour’ and ‘calling for 
help or protesting’. Non-significant changes in other 
behaviours such as, grabbing caregiver, hitting, 
kicking, biting, throwing objects, spitting, yelling 
Hoeffer Bathing without a Battle 6 weeks of each Bathing/ Video-recorded Aggression declined 53% in the person-centred 





Sloane 2004  
- Training in 
Person centred 
showering and towel 
bathing; CNAs  
intervention, 
Training 2-days a 




Bathing Scale  
shower group (p<.001) and 60% in the towel bath 
group (p<.001) Non-significant effect sizes for 
hassles ranged between -0.44 and -0.69 
 
Abilities Focussed Approaches 
Rogers 1999 
 
Skill Elicitation and 
Habit Training - Skill 










Compared to baseline, the rate of behaviours per 
minute decreased significantly in skill Elicitation 




approach – education 
Programme for staff;  
Nursing staff 
one 1.5 to 2-hour 
educational 
session – 2-days 
of observations  
Morning care Direct observations 
by researchers; PAS 
and Refined ADL 
Assessment 
No statistically significant changes in levels of 
agitation from pre-test and post-test. Relaxation and 
calmness significantly increased- effect sizes of low-




approach - enablement 
education; Caregivers 
5 x 20-30 minute 
sessions & top up 
sessions over 6 
months  
Morning care Direct observations 
by research assistant; 
PAS and MIBM 
Residents in the experimental group demonstrated a 
statistically significant decrease in their level of 





Positive images (photos 
of a baby or puppies); 
CNAs 
Two resistance to 
care instances 






and Certified Nursing 
Assistant ratings; 
ABS, OME 
Agitation decreased for each resident after the 
intervention and all residents (n=4) were either 
attentive or slightly attentive during intervention  
Whall 1997 
 
Natural elements – 
sounds, foods, bright 
pictures; 
Trained nurse aides 
3 x 1-hour 
training sessions. 
2 shower baths 1-
week apart 
Shower bath Direct observation by 
research assistants; 
Modified CMAI 
Agitation decreased significantly in the treatment 




Essential oils and touch; 
Nursing staff 
Essential oils for 4 
weeks (28 days x 






at shift end  
In one participant group refusal behaviours did not 
change and in the other they increased (p=0.0026). 
Four aroma conditions: lavender, sweet marjoram, 





4 conditions x 4 - 





All results showed no statistically significant 
differences in frequencies of resistive behaviours 





on Resistive behaviours  across the four aroma conditions (tea-tree, sweet 
orange, lavender vera; no aroma (control)  
Slow Stroke Massage 
Rowe 1999 
 
Slow stroke massage; 
Training for family 
caregivers 









There was no significant difference in resistance to 
care due to slow stroke massage - although mean 
scores showed a trend of reduction during the 
intervention phase 










second videos, 12 
data points over 





Direct observations  
by researchers; 
Bespoke tool based 
on the PRS 
Mean refusal behaviours significantly reduced 
(p=.002) and more consistent behaviour was 
present. Post-intervention significant increase in 
refusal behaviours (p=.003) 
*Statistically significant p<0.05; CNA: Certified Nursing Assistant; CAREBA; CMAI: Cohen Mansfield Agitation Inventory; OME: Observation Measurement 
Tool; ABS: Agitated Behaviour Scale; RTC: Resistiveness-to-care Scale; RTC-r: Modified Resistiveness-to-care Scale; BSRS: Brief Behavior Symptom Rating 
Scale; ABRSSG: Agitated Behavior Rating Scale Scoring Guide; PRS: Positive Response Schedule for Severe Dementia; RMBPC: The Revised Memory and 
Behavior Problems Checklist; IBM: Interaction Behavior Measure; IBM-M: Interaction Behavior Measure – Modified; EdFED: Edinburgh Feeding Evaluation; 
PAS: The Pittsburgh Agitation Scale; MIBM: The Modified Interaction Behaviour Measure; RAS: Ryden Aggression Scale; NPI: Neuropsychiatric Inventory; 
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